Background: Communication about palliative care is a complex task frequently delayed until otherwise unavoidable. There is a need for discussion of palliative care to be viewed as a distinct communication task that is guided by empirical data. However, little is known of patient views and responses to these encounters. Aim: To explore patient views surrounding communication about palliative care and their responses to its discussion. Design: Cross-sectional, prospective, exploratory qualitative design, involving narrative-style interviews and underpinned by an interpretative phenomenological framework. Setting/participants: Purposively sampled, English-speaking, adult patients with advanced cancer (n = 30) recruited from cancer services at a tertiary metropolitan hospital in Melbourne, Australia. Results: Three major themes evolved. (1) Death as unspeakable: death was expressed using only implicit, ambiguous or technical terms and perceived to be outside the parameters of medical interactions. (2) Palliative care as a euphemism for death: the term 'palliative care' was perceived to be used by health professionals as a tool to talk about dying and understood by patients as a euphemism for death. (3) Palliative care as unspeakable: 'palliative care' was personified by patients to mean not just death, but my death, in turn, also becoming unspeakable.
Introduction
Communication about palliative care is a key task frequently navigated by health professionals involved in the care of patients with advanced cancer and a core component of quality end-of-life care. 1 A majority of patients report valuing discussions about palliative care, death and dying 2 and want their physicians to be comfortable in talking about these issues. 1 Yet, physicians frequently cite the task of discussing palliative care among key barriers to referral, 3 raising concerns that by mentioning palliative care, patients may experience increased distress or destroyed hope. [4] [5] [6] [7] [8] Consistent with this, data suggest that both physicians and patients may be reluctant to engage in conversations about palliative care 3, 4, 8 and topics related to death and dying, 9, 10 delaying discussion until otherwise unavoidable. 8, 11 If spoken, such discussions may be verbalized only in implicit terms, using euphemisms and indirect language 12 or pairing with hopeful phrases. 13 This language may serve to improve patient understanding, 14 manage ongoing uncertainty 15 or instead mitigate message effects. 12, 15 Patients themselves may use figurative language to bridge their communicative gaps, 16 create a sense of distance to death 12 or facilitate the expression of emotion 15 as they reconcile their situation. 17 Thus, the language used by patients may not transparently reflect their reality, but serve as a means to construct and organize it. 18 Several earlier studies have focused on patient preferences for discussion of a range of 'difficult' end-of-life topics, 6, 19, 20 including breaking the news of incurable illness, 4, 21 and discussion of life expectancy or poor prognosis. 2, 4, [22] [23] [24] [25] In contrast, the particular task of introducing or discussing palliative care has not been widely addressed, 26, 27 with most studies examining health professionals' perspectives. 7, 8 Few studies have explored patient views or responses to these discussions, 2, 6, 28 representing an important gap in our understanding. 29 As part of this study, we previously reported on the initial perceptions of palliative care held by patients with advanced cancer and their families. 30 On first mention of palliative care, we found patients and their families initially held perceptions with negative connotations centred around themes of diminished or 'basic' non-technical care, limited choice, dependency and institutionalized death. 30 Given these predominant perceptions which remain present, 31 there is a need for this discussion to be viewed as a distinct communication task that is guided by empirical data.
With this in mind, the aim of this study was to explore patient views surrounding communication about palliative care and their responses to its discussion. Data were analysed with a view toward informing approaches to communication about palliative care.
Methods

Design
This study utilized a cross-sectional, exploratory qualitative design, underpinned by an interpretative phenomenological framework, 32 with reporting guided by the consolidated criteria for reporting qualitative research (COREQ) framework. 33 Themes reported in this study form part of a larger dataset exploring topics related to the transition to palliative care for patients with advanced cancer and their families, including their initial perceptions and understandings. 30 
Ethical considerations
Ethical approval was obtained from the Human Research Ethics Committee at St Vincent's Hospital Melbourne (LRR 070/15), and all participants provided voluntary
What this paper adds?
• • This study is among the first to specifically examine patients' narratives and responses to discussion about palliative care, enhancing the evidence base available to inform practices around this task. • • Death was unspeakable: patients spoke about death using only implicit terms; health professionals used ambiguous and technical language; and patients perceived that talking about death was outside the realms of medical speak. • • Palliative care was unspeakable: patients perceived the term 'palliative care' was used by health professionals as a tool to talk about dying; the term 'palliative care' was understood as a euphemism for death and personified to mean my death, in turn, also becoming unspeakable.
Implications for practice, theory or policy
• • The terminology used by health professionals to talk about palliative care is not consistent, nor well understood.
• • A mutual consensus defining our practices and, more importantly, a clear and thoughtful message that will resonate with those who most require our care is required. • • The complexity of discussions about palliative care highlighted through this study calls for some guidelines and strategies to assist clinicians navigating this difficult task.
written consent. Significant ethical considerations were attended to at all stages of the research process. In particular, sensitivity was adhered to in approaching participants for study inclusion and during interviews. Flexibility in the interview guide enabled the interviewer to carefully navigate difficult topics raised. A plan for discussion of and referral to additional supports was determined and enacted as needed.
Participants
A purposive sample of 30 patients were recruited from the cancer services at a tertiary metropolitan hospital in Melbourne, Victoria, Australia. This comprised adult, English-speaking patients with a diagnosis of non-curative advanced cancer who were eligible for palliative care services, including those with metastatic lung, prostate or breast cancer, or high-grade, relapsed non-Hodgkin's lymphoma (NHL). Diverse perspectives relating to several socio-demographic and clinical factors were sought with sampling conducted accordingly (e.g. patient's diagnosis, functional status, setting of care and prior exposure to palliative care). Patients were considered ineligible if they lacked capacity to give written informed consent, or were too unwell to participate.
Data collection
Consecutive patients attending inpatient and outpatient services of oncology, haematology and palliative care were screened for potential eligibility, purposively sampled and approached by a research nurse during a hospital visit. Consenting participants were interviewed on one occasion in their preferred setting (inpatient, n = 16; outpatient, n = 12; home, n = 2). Where requested by the patient, carers were present and consented to also participate in the interview (n = 7), though for the purpose of this study analysis was restricted to patient data. Interviews were in-depth, lasting 40-120 min, and conducted by interviewer (A.C.) from June 2015 to March 2016. Drawing on techniques from narrative interviewing, 34 storytelling was used to encourage dialogue around one broad leading question: 'Perhaps to begin you could tell me a little about your cancer story'. This was followed by supportive affirmations of understanding and specific probes (Table 1) , enabling the interviewer to elicit responses to communication about palliative care in connection to the participants' freely elicited narrative dialogue. 34 Interviews were recorded and transcribed verbatim. Initial immersion in the data was undertaken by one author (A.C.), allowing a sense of the whole. This was undertaken simultaneously with data collection until saturation was determined.
Data analysis and theoretical framework
Given its focus on how individuals make meaning of their lived experiences, an interpretative phenomenology approach was used to analyse the interview data. 35 Grounded in symbolic interactionism, 36 interpretation played a central role in this process. Themes were derived from the analyst's engagement with and participation in the interview dialogue. 37 A cyclical approach to analysis was taken, beginning with particular examples and over time developing more general categorization. Individual transcripts were repeatedly read, noting emerging 'title themes' arising from the text that captured the essence of what was said. Connections between the emerging title themes were observed to form clusters of titles sharing common elements, developing superordinate or major themes. New title themes appearing in later interviews were tested against earlier data. Following the analysis of individual interviews, master lists of themes from each interview were then analysed, discussed and refined together by three authors (A.C., J.P. and S.-A.M.) to form consolidated themes across the dataset. 37
Results
Participants
Of 43 eligible patients approached for inclusion, 37 consented to participate, representing a response rate of 86% ( Figure 1 ). The final sample comprised 30 patients with advanced cancers (female, n = 17) including lung (n = 10), breast (n = 10), prostate (n = 5) or relapsed NHL (n = 5) ( Table 2) . At the time of recruitment, participants were a mean age of 62 years (standard deviation (SD), 11.7 years) and had been living with the diagnosis of interest for a median of 10 months (range: 3-96 months). While all were eligible, nearly half (n = 14) were presently engaged with palliative care services, including those (n = 6) admitted to an inpatient palliative care or hospice facility. The primary reason for contact with the hospital at the time of recruitment was most often for oncological treatment (n = 18), with the remainder primarily receiving support for pain and symptom management (n = 7) or end-of-life care (n = 5).
Key findings
Three major themes evolved from the analysis of data exploring discussion of palliative care: (1) death as unspeakable, (2) palliative care as a euphemism for death and (3) palliative care as unspeakable. Figure 2 highlights the connections between these major themes, which are discussed below, in turn, alongside extracts from participant's narratives that provide deep insights into their experiences and responses. Death as unspeakable. The first major theme to emerge from participants' narratives was the notion that death was unspeakable. Death was expressed only using implicit, ambiguous or technical terms. Assumptions about implied meanings were rarely articulated. Speaking about death was perceived to be outside the parameters of medical interactions.
The implicit language of death. This sub-theme reveals how participants adopted implicit language when talking about death. Despite many nuanced conversations about these topics within patient narratives, the words 'death' and 'dying' were rarely spoken explicitly. Instead, patients commonly developed their own individual euphemisms or phrases, which were thereafter carried throughout their narratives: Assumptions, ambiguity and technical language inhibiting discussion of death. Participants' narratives revealed how assumed meanings of terms associated with palliative care limited these highly nuanced discussions. While a person's impending death may have been discussed between doctor and patient, often the patient seemingly misunderstood the intended meaning. Such discussions were confused by the use of ambiguous language or terminology associated with palliative care. Terms were not well understood by patients, nor used consistently or necessarily clarified by health professionals, limiting patient discussion.
This narrative spoken by a person with incurable progressive disease admitted to a palliative care facility demonstrates this divergence of understanding of the language used by doctors and patients. The patient understood palliative care to mean 'end-of-life care', namely, an admission during which a person dies. Thus, when her doctor had described that some people admitted to the 'hospice' do go home after a period of symptom management, she had incorrectly assumed she was not in fact receiving 'palliative care', and following, that perhaps she was not dying after all: Death outside realm of 'medical speak'. Participants also revealed that death was unspeakable, as they perceived it to be outside the realm of 'medical speak'. Participants spoke of the long-established inherent 'rules' and processes of their clinic interactions, which they perceived did not allow for discussion of topics relating to death or palliative care. Instead, appointments were focused on treatment planning and assessment of symptoms relevant to treatment planning. The clinic was therefore not considered by patients to be a space where they would think about raising palliative care, with such topics considered to be outside the scope of these interactions. And once categorized or understood to be 'dying', recognition of suffering was not perceived by patients to be a focus of mainstream medicine:
No, they don't talk to you about palliative care … So you're not likely to turn up & say, 'Can you tell me a little bit about that stuff?' They're just concentrating on your health. You go in, get weighed, they take your temperature. And they ask you how you feel, and when you say 'Fine', it's, 'Okay, I'll see you later'. And off you go and get treated. So there's not a lot of that talk that goes on really. (Woman with metastatic breast cancer) I've had a couple of times I thought I was dying and I thought, oh, you know, I hope I do.
How do you find your doctors engage with you in talking about those issues? Oh no, I've never discussed that with a doctor, no. No, the doctors, they're good, but I mean, they're not interested in that. (Man with metastatic prostate cancer)
Palliative care as a euphemism for death. The second major theme to emerge from participants' narratives was their perception that the term 'palliative care' was used as a euphemism for death. Perhaps in response to death being unspeakable, patients reported their perception that health professionals use the term 'palliative care' as a means to initiate discussions about dying. Indeed, when raised, the term 'palliative care' was understood by patients to be a euphemism for death.
Talking about palliative care perceived as a tool to talk about dying. Within participant narratives, it was apparent they perceived health professionals used 'palliative care' as a tool to talk about death. In doing so, talk of dying was limited to acceptable medical terms such as pain management or symptom management, providing a safer language or framework around which health professionals can talk about advancing illness and supports, without naming dying. Thus, while it provided language for discussion of impending death that was otherwise unspeakable, it was also perhaps a means of continued avoidance of talking about dying: Palliative care understood by patients as a euphemism for death. In line with patient perceptions that palliative care was used by health professionals as a euphemism for death, patients accordingly understood palliative care as a euphemism for death. The logical outcome of this use of language was that patients did not want to talk about palliative care, as they are 'not dying':
Things were getting a bit tougher and I went and saw the oncologist and he said, 'I think we better talk about palliative care because your tablets aren't doing what they are meant to be at the moment'. (Person with metastatic breast cancer)
When they (the doctors) said it was time to talk about 'palliative care', I thought, 'But I'm not in that category. Everybody in that category is in the same boat and that boat is leaking … They just don't know how long the boat is going to take to sink'. (Person with metastatic prostate cancer)
Furthermore, given palliative care was understood as a euphemism for death, patients reported sometimes refusing to have palliative care involved in their care. This occurred even when palliative care was specifically raised in response to a particular symptom need or family concern: Palliative care as unspeakable. The last major theme to evolve was palliative care being unspeakable. The implication of palliative care being understood as a euphemism for death was that it became not just a euphemism for death in general -but 'my death'. The data revealed that palliative care was even personified as if it actually heralded death, and therefore the words 'palliative care' were also rendered unspeakable.
Palliative care is not just death, but 'my death'. It was evident within patient's constructed narratives that palliative care becomes not just a euphemism for death generally -but my death. Participants personified the term 'palliative care', as if it even heralded their death. This was most clearly demonstrated by one participant who had a nursing background. While able to articulate a good understanding of the full goals of palliative care, including knowledge that it was helpful early, palliative care was still referred to within the participant's narrative as if it actually personified death:
It (palliative care) does immediately conjure up death and dying … And that's not something I'm willing to accept just now … I know I'm trained to be a nurse but … it (palliative care) will be something that would scare me, to be honest … I'm keeping my arms length. (Person with metastatic breast cancer)
My husband didn't want anything to do with it (palliative care). And he said, 'Well, if you want to do that, that's your thing, but I won't'. A few of my family members were a little bit like that. Mum couldn't face it … (Person with metastatic lung cancer)
Palliative care itself rendered unspeakable. Given this use of term 'palliative care' by both patients and the health system, palliative care and the option of referral to palliative care are also rendered unspeakable -as if speaking these words may ensure the enactment of their implied meaning: 
Discussion
Key findings
This study is among the first to specifically examine patients' narratives and responses to discussion about palliative care, enhancing the evidence base available to inform practices around this task. Results clearly demonstrate the complexity of these discussions, providing deep insights into the experience of the transition to palliative care from the perspectives of advanced cancer patients. We cannot say death; our language is unclear, ambiguous and technical; and there are no 'medical terms' for dying. In response, the health system uses the term 'palliative care' and discussion of its practices to say all those things that cannot be said about death and dying, and patients accordingly understand it in this way. Thus, from the patients' perspective, the term 'palliative care' has come to mean not just death, but specifically my death, rendering palliative care, in turn, also unspeakable.
What this study adds
Patient narratives in this study revealed our current approach and language for talking about palliative care with patients and their families is unsophisticated. The term 'palliative care' is not neutral or existing in and of itself, 18 but instead used by the health system to enable discussion about a person's advancing illness without naming dying. Yet, at the same time, we are perhaps trying to 'gently' or implicitly convey that the person is dying. Adding to patient's confusion, therefore, is our simultaneous message that palliative care is most helpful for patients when accessed early in their illness.
Furthermore, in talking about palliative care, we use terms that are not well understood and we use them inconsistently. There are many assumptions of meaning implied 18 in the use of terms such as 'palliative care', 'hospice', 'terminal care' and 'palliative approach', among others. Here, we have shown such assumptions profoundly influence how patients receive their discussion. 18 Furthermore, these terms perhaps even mean different things to us as health providers. 38 In order to successfully explain our work to our patients and colleagues, we first need a mutual consensus defining our practices and, more importantly, a shared language 18 with a clear and thoughtful message that will resonate with those who most require our care. 39 It is interesting to also consider how we deliberately use ambiguity to effectively 'tone down' our language, 7 leave particular things unsaid or even undertake a strategic relabel 8 as techniques to preserve hope 12, 29 or avoid discussion of death and dying. Yet, perhaps in doing so, we instead give rise to false hopes or misunderstandings, 14 or leave patients with continued uncertainty. Inadvertently, it also means patients will not access supports available since those are 'palliative care'.
Earlier literature has emphasized the importance of voluntary participation in discussions of this nature, with evidence that some patients strongly prefer not to discuss such matters relating to end of life. 2, 40 As others have highlighted, there will of course be variable patient readiness to discuss end-of-life issues 26, 41, 42 based on individual factors associated with adjustment, coping styles, spirituality, death anxiety and associated appropriate defence mechanisms such as avoidance or denial in the face of mortality. 42 Undoubtedly, respect for the patient's right to negotiate the extent, format and timing of information they receive 2, 26 is at the fore of providing patient-centred care. Yet, in the context of progressive disease, how can we also achieve the delicate balance of ensuring we enable the best quality care for the person? If successfully negotiated, communication of ongoing preferences for care during this emotionally fraught time and bearing witness to any resulting distress may in and of itself provide some relief from fear of being abandoned or the notion that 'nothing more can be done'.
This complexity of discussions about palliative care highlighted through this study calls for some guidelines and strategies to assist clinicians navigating this difficult task. Earlier research on optimizing communication of end-of-life issues has focused on development of interventions such as question prompt lists for patients and their caregivers, 42 nurse communication 'brokers' 42 and communication skills training for clinicians. [43] [44] [45] While such interventions are clearly needed, ongoing research attention toward creative therapeutic approaches and thoughtful language and messaging that can assist in negotiating this delicate 'liminal' and 'parallex' space 24, 46 is warranted.
This study also raises important considerations about the role of medicine in attending patient concerns relating to their dying. Participants in this study did not perceive these issues to be 'medical problems' that could necessarily be addressed by their doctors as part of mainstream care, a reality previously reported by persons facing death. 47 Indeed, other authors have suggested that medicine has reconfigured patient and family problems into narrow technical issues or 'disease problems'. 48 In positioning illness as disease, something essential to the experience of illness is lost, such that these 'illness' issues become illegitimate as a subject for clinical concern and, importantly, intervention. 48 Yet, if successfully referred, palliative care may offer to the patient attention to these existential aspects of their care, which may otherwise be neglected.
Study limitations
This study was a single-site, exploratory study with English-speaking patients, limiting the broad generalizability of these findings. Patient responses to the discussion of palliative care were recorded as these unfolded within the interview setting, or based on the patient's memory and interpretation of these earlier interactions with their health professionals. It would be interesting for further work to triangulate these patient views with healthcare professional perspectives of how these interactions are received or examine these interactions as they were recorded in real time within the clinical setting.
Conclusion
This study provides important new patient insights and responses to the discussion of palliative care. Results build upon previous literature on this topic, which to date has been largely solely informed by expert opinion. The patient data collected in this study clearly demonstrates the task of discussing palliative care remains complex, difficult and limited by our language. Death was unspeakable and thought by patients to be outside the parameters or interests of the medicine. Yet, as patients grappled with their worsening illness, discussion of 'palliative care' offered a language and a framework for talking about death that was recognized as acceptable to, and used by, their health professionals. Discussion about palliative care has, in this way, come to replace discussion about dying, and so, in turn, palliative care in and of itself has become unspeakable for patients. Greater attention must be given to ensuring better consistency, sensitivity and sophistication in how we talk about palliative care to patients who may benefit most from this care.
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